ABSTRACT Religious congregations are important community institutions that could help fight HIV/AIDS; however, barriers exist, particularly in the area of prevention. Formative, participatory research is needed to understand the capacity of congregations to address HIV/AIDS. This article describes a study that used community-based participatory research (CBPR) approaches to learn about congregation-sponsored HIV activities. CBPR strategies were used throughout the study, including proposal development, community expert interviews, Community Advisory Board, congregational telephone survey, congregational case studies, and congregational feedback sessions. Involving community consultants, experts, and advisory board members in all stages of the study helped the researchers to conceptualize congregational involvement in HIV, be more sensitive to potential congregational concerns about the research, achieve high response rates, and interpret and disseminate findings. Providing preliminary case findings to congregational participants in an interactive feedback session improved data quality and relationships with the community. Methods to engage community stakeholders can lay the foundation for future collaborative interventions.
INTRODUCTION
There are more than 300,000 religious congregations in the USA 1 and national surveys have found that about half of all adults attend religious services at least monthly. 2 Because religious congregations often play important roles in the public realm as well as in the private world of congregants' lives and values, they are crucial to understanding family, neighborhood, and other mediating structures of empowerment. 3 Congregations are often the last to leave distressed neighborhoods, thereby shouldering much of the burden of meeting community needs, 4 and they can raise awareness about community problems and resources. 5 Congregations also facilitate access to resources such as food, health care, educational and job opportunities, and they provide informal support through extended social networks and linkages with other community institutions.
Because religious congregations reach so many people and have played important roles historically in working for social change, some have concluded that congregations could play a similarly powerful role in the fight against HIV/AIDS. Some Christian and Jewish denominations have issued resolutions to address the AIDS crisis, have established national AIDS ministries, or have participated in interdenominational efforts. However, little is known about the extent to which congregations are involved in HIV/AIDS prevention and care. Only two populationbased studies of congregational involvement in HIV/AIDS have been published: (1) a statewide survey in New York (n=3,218) found that just 16.7% of congregations provided or facilitated HIV/AIDS-related prevention services; 6 and (2) a much smaller study (n=100) in Chicago found that 52% of Latino congregations reported engagement in HIV/AIDS-related activities. 7 Both studies identified barriers to congregational involvement in HIV/AIDS, including lack of congregational resources (e.g., qualified staff, clergy training, financial), clergy attitudes (e.g., opposition to homosexuality and bisexuality, drugs, alcohol, or condoms; the belief that HIV/AIDS is not a serious problem in the community), lack of HIV knowledge, and lack of experience with people living with HIV (PLWH). 6, 7 Descriptive studies of congregation-based HIV prevention efforts have largely focused on the African American community and/or on partnerships between public health entities and individual congregations. [8] [9] [10] [11] [12] [13] Few articles have examined HIV prevention efforts that congregations have initiated or conducted without external support, 14 and few have examined prevention efforts in enough depth to understand the constellation of factors that affect congregational involvement in HIV/AIDS. 15, 16 Likewise, few articles have focused on congregations' pastoral care and social support of people with HIV, 17, 18 although these could be more natural extensions of congregations' roles and more congruent with their missions and doctrine than many preventive strategies.
Although most of these congregation-based HIV prevention interventions have been developed with substantial input from the faith-based community, it is unclear whether formative data collection or other empirically driven approaches were employed to develop the interventions. Formative research has been identified as critical to understanding the social and environmental context of congregations and designing appropriate congregation-based health interventions. 19 To understand better what roles, if any, congregations can play in the fight against HIV/AIDS, research is needed to understand the range of congregational responses to date, where congregations' capacities and assets are greatest, what challenges have arisen, what strategies have been identified to overcome them, and how these issues vary across congregations of various denominations, faiths, or race-ethnicities. To develop sustainable interventions, participatory approaches that engage local communities are essential.
Community-based participatory research (CBPR) is intended to enhance community participation in research and foster community strengths and problemsolving abilities with the goal of taking action. 20 CBPR has been defined as "a collaborative approach to research that equitably involves, for example, community members, organizational representatives, and researchers in all aspects of the research process." 21 In practice, CBPR represents a continuum of participation with considerable range in the roles filled by community members and academic researchers. 22 
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This paper reports on a formative study that used CBPR approaches to better understand the capacity of urban congregations to implement HIV prevention and care activities. The study focuses on congregations in areas of Los Angeles County that have been highly affected by HIV/AIDS and ultimately aims to develop and test a congregation-based intervention addressing HIV/AIDS in collaboration with community partners. However, given the gaps in knowledge regarding congregational involvement in HIV/AIDS, we considered it necessary to first conduct case studies of congregational involvement to inform future interventions and to strengthen our collaborative relationships in the community. Here we describe how we used CBPR to conduct our case studies and to engage community partners, experts, and case study participants, with the goal of improving the quality of our data to develop a collaborative intervention. We conclude with lessons learned that could be useful to others conducting this type of research.
CONCEPTUAL FRAMEWORK
To frame our study, we drew on the diffusion of innovations literature 23 and institutional theory, which emphasize the influence on organizations of collective cognitive, normative, and governance systems in the wider social environment, in addition to available technical infrastructure and resources. 24, 25 Institutional theory takes into account the cultural and constitutive aspects of religious organizations (mission, identity, purpose) that may differentiate congregations from commercial or other types of nonprofit organizations. 26 Figure 1 outlines our approach to understanding the factors influencing the adoption and implementation of HIV-related services by religious congregations. The figure identifies four contextual dimensions that affect the willingness and ability of congregations to engage in HIV prevention and care, as well as sources of influence and information. 27 Following D'Aunno et al., 28 we highlight the differential effects of internal versus external sources of support to provide HIV-related services.
1. Norms and attitudes: the extent to which congregations experience social and cultural support for making or resisting changes, including perceptions of need for HIV/AIDS services, stigma or acceptance of HIV/AIDS, and institutional norms for faith-based organizations, such as whether health services are appropriate activities for congregations, and the salience of HIV/ AIDS issues to the congregation and community. 2. Organizational structure and process: the "compatibility" of HIV/AIDS activities 23 with the roles of clergy and lay leaders and committees or ministries tasked with organizing social or health programs (internal), and with organized HIV and other health services in the community (external) and the ways in which congregant leaders and community health services interact. 3. Congregation resources: the ability to mobilize resources from within congregations or wider environments, 29 including various forms of "capital", such as financial, physical (e.g., building space), human (e.g., staff, volunteers), social, and political capital (i.e., congregations' and congregants' relationships to others in the community or beyond). 30 4. Congregation demographics: the ethnic/racial, income, educational, and health composition of congregations and community settings, which affects the need for HIV/AIDS services in the congregation, the availability of resources, and local community norms and attitudes.
We expected to refine the framework as our understanding of congregational involvement in HIV/AIDS issues deepened as a result of our qualitative research, thereby providing a firm conceptual basis for designing a community-based health intervention.
STUDY APPROACH
We used CBPR approaches in each stage of our study: proposal development, community expert interviews, community advisory board, congregation screener survey, selection and recruitment of congregation case studies, case study data collection, and congregation feedback sessions.
Proposal Development
The proposal for this study responded to a special program announcement on religious organizations and HIV from the National Institute on Child Health and Human Development (NICHD). We focused on Los Angeles County because: (1) it is the second-largest AIDS epicenter in the USA; (2) preliminary investigation suggested that congregational responses varied widely; and (3) the local health department had been trying to spur faith-based action through a funding initiative. We used county health data on HIV/AIDS to identify the three geographical areas of Los Angeles County most highly impacted by HIV.
Building on investigators' existing relationships with a broad range of stakeholders in our study area, we obtained input on our proposal from leaders and representatives of faith-based organizations and public health/HIV agencies, including local county and city health departments, HIV service providers, clergy associations, a hospital-based health and faith partnership, local networks of congregations, and prominent religious leaders. Many of these individuals later participated in community expert interviews, and some agreed to serve on the study's Community Advisory Board (CAB) or in other advisory or support capacities. Two ordained ministers who together brought a wealth of experience on congregational capacity, African American and Latino religiosity, and congregation-based health and HIV/AIDS activities, agreed to serve as paid co-investigators and co-chairs of the Community Advisory Board (described below). The rest of the research team was diverse racially and ethnically, brought various disciplinary and substantive expertise (public health, social psychology, organizational sociology, survey research), and possessed appropriate language and cultural skills for working with diverse communities.
Community Expert Interviews
We conducted semi-structured interviews with local religious and public health leaders who were knowledgeable about congregations and HIV/AIDS to develop our case study sampling frame and explore aspects of our conceptual framework.
To select community expert participants, we compiled a list of 26 possible interviewees through our community consultants and other contacts. We then selected a purposive sample of 20 experts who reflected the range of diversity desired, such as race/ethnicity, gender, and professional background (religious leader vs. public health or HIV service provider). After initial contact via telephone or email, we obtained verbal consent prior to commencing the in-person interviews, which were conducted by two researchers with the assistance of a note-taker. The detailed notes were reviewed and augmented by the researchers who conducted the interviews, then analyzed by the larger research team to extract and organize themes identified from across the interviews according to the three main topic areas of the interview guide: (1) involvement of religious congregations in health and HIV/AIDS issues (e.g., who gets involved, how these activities tend to be organized within congregations, differences among religious denominations), (2) characteristics of the study communities, and (3) specific congregations involved in HIV/AIDS. Table 1 provides an overview of the 17 participants (three were unable to participate due to time constraints). Over two-thirds (70%) of the participants were religious leaders (clergy or lay) and of those, nearly one-third represented Mainline Protestant denominations (African Methodist Episcopal, Episcopal, Lutheran, United Methodist), with the rest equally distributed among Catholic, Evangelical, Jewish, and Muslim denominations. Participants were nearly equally distributed in terms of race-ethnicity (29% African American, 29% Latino, and 35% White). Ten were men and seven were women. In addition to suggesting specific congregations involved in HIV/AIDS in our study areas, community experts highlighted the importance of many factors that can affect congregational participation in HIV/AIDS activities. First, organizational structure and linkages-e.g., having bishops and cardinals that can exert their influence over congregations or autonomous congregations in which authority is at the local level-can influence whether and how congregations become involved in HIV/AIDS. Furthermore, congregations linked into wider denominational structure often have access to external resources, whereas locally controlled congregations may be involved in such activities only if they have enough internal resources. Second, the degree to which congregations and/or their leaders are "inwardly" vs. "outwardly" focused-i.e., concerned with the congregation and/or spiritual issues vs. the broader community and/or on material/social issues-can influence how open congregations are to addressing health issues. Third, whether congregational leaders have a personal connection to HIV/AIDS through other members, family, or close friends is a strong motivator of congregational activity. Finally, many religious leaders are reluctant to address HIV/AIDS because of its association with behaviors that are not consistent with religious teachings (e.g., drug use, male to male sex).
Community Advisory Board
CABs have been proposed as a way to formalize the involvement of the community in the research process and thereby improve the informed consent process, study design, and implementation; 31 they have been extensively used in AIDS-related research. 32 Our CAB includes both community experts we interviewed and other religious and health leaders suggested by the interviewees. Throughout the study, we met in person with our CAB every 3 to 4 months and communicated with CAB members between meetings as needed.
The CAB was instrumental in helping us select congregations, refine data collection tools and processes, troubleshoot, interpret preliminary findings, and disseminate results. For example, during presentation of preliminary case study findings, CAB members provided invaluable insights on the framing and formatting of results to more fully engage participants in the Congregational Feedback Sessions (described further below). Like the research team, CAB members signed an agreement to protect the confidentiality of case study participants.
Congregation Screener Survey
Through the community expert interviews, our CAB, and other sources, we compiled a list of 80 congregations potentially involved in HIV/AIDS in our study area. To select our case studies, our CAB helped us develop a brief screening questionnaire that was administered by telephone. The interview covered three main topics: (1) health and HIV/AIDS activities conducted, whether they are current, and how they are/were organized; (2) congregational size and racial and ethnic composition; and (3) denomination (if any). We attempted to contact the senior clergyperson to complete the survey, but if she/he were not available, we spoke with associate clergy or another staff member. Seven of the congregations were eliminated because the telephone number was no longer in service. For the remaining 73 congregations, we were able to complete the screening questionnaire with 64 (88%); the other nine (12%) did not respond to repeated attempts (five calls) to contact them. It took on average two to three attempts or calls (range 1-5) to complete the survey at each congregation. Of the 64, most (47 or 73%) were completed by clergy, with the remaining completed by other church staff (church secretaries and administrators, AIDS program staff, parish nurses, and librarians). We used the data from the congregation screener survey to select a purposive sample of congregations that varied in size, denominational group, racial/ethnic composition, and level of HIV/AIDS activity (including some very low or "no activity" congregations).
We had planned to use a dichotomous definition of HIV/AIDS activity (active vs. not active), in a matched-case study design. However, our CAB members' insights led us to reconceptualize congregational involvement in HIV/AIDS as a continuum and to recognize that congregational involvement with HIV has changed over time as the epidemic has changed. We therefore focused on identifying the range of formal and informal HIV/AIDS activities conducted by and in congregations and how these have changed over time. We also characterized congregations according to their activity levels, so that we could recruit case study congregations that represent a broad range. Table 2 provides an overview of how we categorized various congregations into high, medium, low, and no or latent activity levels based on the frequency and type of activities (latent means previously active). The examples of activities for each level are illustrative, i.e., they show which activities were most associated with each level. Congregations that conducted activities illustrative of more than one activity level were classified at the highest level for the range they reported.
Selecting and Recruiting Congregation Case Studies
After completing our congregation screener survey, we reviewed the results with our CAB and identified priority congregations for case study recruitment. Our CAB assisted us in identifying additional congregations of the types that were lacking. Recruitment of congregations required extensive contacts involving both the research team and the CAB. These activities consisted of: (1) a mailing with a study brochure and a letter addressed to the principal clergy leader and signed by the principal investigator, outreach director, and the two CAB co-chairs that invited the congregation to participate; (2) a call made by a CAB member encouraging the clergy leader to consider participating; (3) a call from a research team member to set up a recruitment meeting; (4) a recruitment meeting with the clergy leader and others she/he deemed appropriate; (5) subsequent follow-up as appropriate to plan data collection; and (6) signing of a participation agreement which outlined the roles and responsibilities of research team members and congregation participants. Each congregation received a financial donation for participating. The timeline for recruitment varied across congregations. Some clergy responded immediately after receiving the invitation letter and signed the participation agreement at the first (and only) recruitment meeting and others agreed to participate only after the team made multiple meetings and visits to congregation worship services. For nearly all the recruited congregations, CAB members' endorsements were instrumental in helping us gain entrée. Table 3 provides an overview of the 14 congregations that were recruited successfully. Three additional congregations that were invited did not participateone because of "competing congregational activities," a second because the congregation was between pastors, and the third did not give a reason. Of the participating congregations, we categorized six in the "high" activity level, four in the "medium" level, and four in the "low/no/latent" level. Six of the congregations were predominantly African American (≥70%), four were predominantly Latino (three Spanish-speaking and one English speaking), two were predominantly white, and two were of mixed race-ethnicity, where no one race-ethnic group represented more than 70%. Of the denominational groups, five were either Evangelical, Pentecostal, or non-denominational, four were Mainline Protestant, three Roman Catholic, and two Jewish (Reform). We were not able to identify any Muslim congregations currently involved in HIV/AIDS, either through our community expert interviews with Muslim leaders or the congregational screener survey.
Case Study Data Collection
Data were collected on a rolling basis over approximately a 1-year period at each congregation, using the following sources: (1) recruitment meetings where details about study participation were discussed and initial background about the congregation obtained; (2) interviews with clergy and lay leaders covering leaders' background and experience, congregational background and dynamics, congregational involvement in health and HIV/AIDS activities, denominational and congregational policies, leader and congregational attitudes, community characteristics and collaborations, and perceptions of overall role of the faith community in HIV/AIDS; (3) congregation information form about congregational membership, resources, and programs or ministries; (4) observation of religious services; (5) health and/or HIV activity observations; (6) field observations (physical structure, neighborhood); and (7) review of archival information about the congregation and its health and HIV/AIDS activities. Our CAB provided feedback on all data collection instruments and gave us guidance on appropriate handling of other aspects of the case study methodology, such as monetary incentives, participants' receptivity to being audio-recorded, and topics that represented potentially sensitive issues for different types of congregations. The case study interviews with clergy and lay leaders were audio-recorded and transcribed; we also took extensive notes for interviews and all other interactions and observations at congregations (i.e., recruitment meetings, and the religious service, health/HIV activity, and field observations).
We created case summaries that triangulate data from these sources to give an overall picture of each case, focusing on its health and/or HIV/AIDS "story," including the principal drivers of and challenges to developing and sustaining these activities over time. We validated each case summary by presenting it to congregational leaders for feedback, as described below. In addition, we coded interview transcripts to identify prominent themes from cross-case analysis. Our extensive coding tree is based on a case study interview guide (developed from the community expert interviews in collaboration with our CAB). We identified emergent codes through iterative team discussions to consensus. Beyond yielding rich data on each congregation, the intensive process of case data collection over a year-long period and the fact that the research focused on learning from congregations served to build trust, lasting relationships, and interest in the research on the part of congregations. This form of case study methodology can be highly conducive to a CBPR approach with the aim of developing appropriate interventions, a feature further reinforced through the congregational feedback sessions.
Congregational Feedback Sessions
The case study participation agreement specified our commitment to provide an initial summary of the congregation's involvement in health and HIV/AIDS to congregational leaders to allow them to validate, fact-check, and otherwise ensure that we had accurately captured the congregation's "story" before we moved forward with analysis. We provided this feedback in meetings scheduled at each congregation's convenience that lasted from 1 to 2.5 h. The main discussion document distributed at the feedback sessions was a case summary (as a PowerPoint presentation) that included preliminary observations about the congregation's history, demographics, clergy, and lay leadership; characteristics of the community served; activities related to health and HIV/AIDS; reflections on the congregation's "story" (including drivers and challenges to health and HIV/AIDS work); and leader perspectives of the faith community's role in HIV/AIDS; we also included specific questions for clarification and discussion. We also distributed: (1) informational handouts that were developed in collaboration with a CAB subcommittee and customized for each congregation with data on neighborhood demographics, local health care access, local AIDS cases burden and composition, and local HIV/AIDS resources; and (2) HIV resource guides developed by the local county health department (www.hivla.org).
Overall, the feedback sessions were very beneficial to the study and the participating congregations. The process to develop the summaries and the thorough vetting by research team members and input from our CAB helped us see emerging themes about each congregation's "story." Congregational leaders appreciated the opportunity to review and respond to our initial analyses, as well as to reflect on their own experiences. Both points of clarification and new information were offered. The areas most frequently corrected by congregants were congregation size and demographic composition; programs that were in place but not discussed in original interviews (e.g., jail ministry, domestic violence awareness raising efforts); and clarification of congregational priorities and how they relate to one another (consensus on which appeared to be facilitated in several cases by the group format of the feedback sessions).
Many congregations reported additional benefits to the feedback presentations, e.g., educating new members about the congregation's history of involvement in health and HIV/AIDS or obtaining a summary of their prior efforts for use in grant proposals and planning future activities. Some congregations subsequently reported making changes to their AIDS ministries or committees in response to what they had learned through the data collection process. For example, one congregation that had recently seen a decrease in their once-extensive HIV/AIDS involvement reported that they had experienced resurgence in leadership and volunteerism for such activities after participating in the study. Another congregation that had not been previously engaged in HIV/AIDS added HIV testing to their annual health fair.
LESSONS LEARNED
Addressing HIV-related health needs through congregations poses unusual challenges for potential partners such as public health departments or academically based interventionists. While many congregations may be receptive to standardized health interventions on less sensitive topics such as blood pressure screening, HIV/ AIDS and associated risk behaviors are highly sensitive topics. Because of this sensitivity, HIV-related interventions that involve collaboration between congregations and outside organizations must be highly collaborative and built on a foundation of trust. The research methods we employed in studying congregations' involvement in HIV/AIDS-related activities in these 14 case studies drew on methods used in CBPR. These methods proved effective in achieving both the aims of our formative research and in establishing relationships conducive to future collaboration to design interventions that have congregational support and are appropriately tailored to specific congregational settings.
CBPR includes a broad set of approaches to community collaboration, and we employed many of these studying congregations' involvement in HIV/AIDS activities. Here we highlight some key lessons learned from our experience.
Involving congregational leaders as consultants and CAB members in early stages of the research was essential. The community consultants helped craft the proposal, strongly suggesting that we explore congregational HIV/AIDS and health activities to make it easier for some congregations and/or leaders to be receptive to the study. The participation of religious leaders as community experts and CAB members allowed us to learn more about congregations and their HIV/AIDS activities. Participation of local health departments and AIDS service organizations in our CAB provided important perspectives of potential partners for congregation-based interventions, particularly since partnerships between public health entities and congregations have been identified as key to developing faith-based HIV/AIDS programs. 7, 8, 15 The participation of the CAB has been key throughout the project, helping us shape the conceptual framework for the project and conceptualize the full spectrum of ways in which congregations might be involved in HIV/AIDS activities. The CAB also helped us develop a focused and appropriate set of interview questions and advised us on approaching congregations, providing incentives, and collecting the data in such a way as to minimize respondent discomfort and burden. They also helped us better understand community context and congregations to include as case studies. They became strong advocates for the project, helping convince some leaders to participate and informing others in their network about the study.
Although the CAB made invaluable contributions, involving CAB members meaningfully in our study has come with some challenges. One challenge has been getting all members to attend every meeting, given the demands on their time. We found that offering the possibility of telephone conferencing instead of in-person attendance facilitated the participation of some members, as did allowing members to send a designated delegate. Several CAB members changed jobs during the study, which raised the question of whether the membership belonged to the individual or the organization. We did allow for replacements and delegates to attend but this became more difficult the further we got into the study.
Our commitment to provide preliminary results to congregational participants improved our data quality and community relationships. The feedback sessions corrected inaccurate information, provided additional information, and stimulated congregational reflection. However, the time required to prepare for and schedule feedback sessions was substantial. We estimated that these sessions lengthened our overall project timeline by at least 9 months. Nonetheless, these kinds of investments are important, particularly for community-based studies that intend to ultimately lead to action. The congregation feedback sessions also allowed us to learn about additional developments in congregational HIV/AIDS activities that occurred after data collection had been completed. Several of these activities seem to have been a result-direct or indirect-of congregations' participation in the study.
Finally, we must acknowledge the challenge of building true partnerships with grant funding. Adequate and flexible funds are needed to support the front-end investments in community-researcher relationship-building as well as the extra time often needed as the community participation process unfolds. 33 We are fortunate to have continued funding with which we can now develop an intervention with community partners that can be informed by the case studies. However, sustaining partnerships beyond the funding period of the grant is one of the biggest concerns for both communities and researchers. 34 The most critical underlying dimension of sustainability is the building of lasting relationships built on mutual trust and commitment among collaborative partners. 35 Indeed, the more extensive forms of CBPR in which community members share responsibility and participate in all phases of the design, implementation, and analysis of the research, are predicated on such trust and relationships that heighten mutual commitment, increase the search for common understanding, and help to resolve the inevitable differences that arise when stakeholders with diverse sets of backgrounds and interests work together. These issues are particularly salient in partnerships between researchers and faith-based organizations that do not share a long history of collaboration, and this is even more the case for HIV/AIDS and other issues that are sensitive topics in many minority communities.
Strong and trusting relationships do not materialize overnight, but take time and effort of all parties to cultivate. This study demonstrates that a range of methods and strategies can be used to engage community stakeholders-including on-going involvement of CAB members, consultation with community experts, and reciprocal interaction with research participants-that can lay the foundation for authentic and sustained joint development of health promotion interventions with key stakeholders in underserved communities.
